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CF Connections 
Calgary and Southern Alberta 

Chapter 
 

June 2011 newsletter 

2011 CALANDER OF EVENTS 
Coin Boxes - All Year 
May is CF Month 
Banner Hanging - May 
Mums for Mum - May 5th, 6th and 7th  
Shooting for a Cure - May 7th 
Casino Event - May 11th and 12th 
Great Strides™ Walk - May 29th 
CARSTAR Soaps it Up - June 11th  
65 Roses Ladies Golf - June 27th  
Friends of CF Golf (Carstairs) - July 4th  
Friends Fore CF Golf (Medicine Hat) - June 18th  
Ride for the Breath of Life® - September 17th  
Frightlights® - October 
Calgary and Southern Alberta Chapter AGM - October 
An Evening of Fine Things - November 
Wrapping for a Cure - December 
 
KIN EVENTS  
Kin/CF Day - May 7th   
Stampede City Kinette 3rd Annual Daisy Chain of Loonies - April 30th  
Kinsmen Children’s Hospital Home Lotto -  May, June and July 
Claresholm Kinettes Annual Walk and Roll - June 4th  
Kinsmen Pre-Parade, Mile of Dimes - July 
Kinsmen Wheels, Stampede Week - July 

Inside this Issue: 
 
Page 2:  Research Matters 
 
Page 3 & 4: Infection Control 
 
Page 5 : Farewell to Julie 
 
Page 6 & 7: Great Strides  
 
Page 8: Events 
 
Page 9: 10 Things….. 
 
 
The deadline for September/October’s newsletter is August 26th. 
Please remember we will be breaking for the summer. 

 
 
 

 

 
 
 
Editor’s Message: 
 
Hello, and wow it was a super busy May.  I would like to apologize in the delay for getting this month’s 
newsletter out to you.  We wanted to make sure we had some great information to give to you all.  
Hopefully you find it well worth the wait � .  I would like to thank everyone who came out to the Great 
Strides Walk this year.  I always find it awe-inspiring to see so many people working so hard for the 
common goal of a cure for Cystic Fibrosis.  I have had a very difficult month dealing with the disease, so to 
go to an event like that, and see so many fighting beside me…. it makes me hope for the future, and feel not 
so alone in the fight.  On another note, I would like to mention that due to operating costs and the time that 
goes into these newsletters, the Calgary and Southern Alberta Chapter has decided to do the newsletter 
every other month instead of monthly.  The next issue will be in September as planned, however it will 
cover both September and October.  Please enjoy June’s newsletter (better late than never?!), and I hope 
you all have a wonderful summer! 
 
Cara Wiley 
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Severity of cystic fibrosis may be determined by pr esence of newly-identified modifier genes  
TORONTO – In an age where personalized medicine is within reach, a one-size-fits-all approach just won’t cut it. A group of North American 
researchers have identified two “modifier” genes in the genomes of cystic fibrosis patients that may be responsible for variation in severity 
between patients. This is the first study to show evidence that modifier genes affect lung disease severity in cystic fibrosis.  
 
The scientists set out to find out why some cystic fibrosis patients had a good quality of life, while others who carried the same mistakes in 
their cystic fibrosis genes were experiencing severe lung disease, were in need of lung transplants, or died. Their discovery of modifying genes 
may eventually lead to tailoring treatment to patients according to their individual disease. The study is reported in the May 22 advance online 
edition of Nature Genetics.  
 
Nearly a decade ago, the Canadian team, led by Dr. Peter Durie at The Hospital for Sick Children (SickKids) teamed up with researchers and 
37 cystic fibrosis clinics across the country and obtained DNA and information about the lungs, intestine, liver and pancreas of 75 per cent of 
the Canadian cystic fibrosis population. After discovering that their colleagues at the Johns Hopkins University School of Medicine and the 
University of North Carolina at Chapel Hill were doing similar studies, the three teams decided to form the North American Cystic Fibrosis 
Gene Modifier Consortium and joined forces with other centres across the continent in a genome-wide association study involving more than 
3,400 patients. “We discovered that people with cystic fibrosis didn’t necessarily show predictable disease progression patterns,” says Durie, 
Staff Gastroenterologist and Senior Scientist at SickKids and a lead investigator of the Canadian Consortium for Cystic Fibrosis Genetic 
Studies. “If you look at the lung function of patients, even those that inherited identical mutations in the cystic fibrosis gene, disease severity 
and lung function decline can differ substantially. We know that these patients all have cystic fibrosis, but the rate at which their lungs are 
deteriorating is variable.”  
  
Back in 1989, SickKids scientists discovered the cystic fibrosis transmembrane conductance regulator (CFTR) – the gene that causes the 
disease.  In cystic fibrosis, two copies of the abnormal and established causal gene must be present for the disease to develop. In the new study, 
researchers were able to identify regions on chromosomes 11 and 20 that influence the severity of lung disease and its progression.     
 
Durie notes this is a major step toward therapeutic targets for patients with cystic fibrosis and other diseases. “This is a paradigm shift in how 
to approach treating a disease. Historically, we have treated the consequences of the disease – the symptoms and secondary infections that 
develop – but we are now looking at treating the basic contributors to the disease at a genetic level. If we understand what the genes are, we 
can find ways to tweak the genes or the protein products using drugs.” 
 
Dr. Lisa Strug, another SickKids team member, notes that “while advances have come from knowing the causal cystic fibrosis gene, all the 
genes that affect progression of disease also need to be identified. Members of the Consortium are continuing to achieve this goal.”   
  
This work was achieved by a strong collaborative effort by members of the Canadian Consortium for Cystic Fibrosis Genetic Studies research, 
which includes Drs. Mary Corey, Ruslan Dorfman and Julian Zielenski at SickKids, Lei Sun at the University of Toronto, Yves Berthiaume at 
the University of Montreal and Peter Paré and Andrew Sandford at the University of British Columbia. 
In some Canadian provinces, cystic fibrosis is being diagnosed by newborn screening, so patients can be monitored even before they show the 
first signs of lung disease. The ultimate goal is to be able to predict the severity of cystic fibrosis disease of each individual before they get 
symptoms and to tailor their treatment based upon knowledge of their genetic makeup, thus preventing progression of the disease. 
“We know that cystic fibrosis affects each individual differently,” says Maureen Adamson, CEO, Cystic Fibrosis Canada.  “This research helps 
us understand why some cases of cystic fibrosis are more severe. Cystic Fibrosis Canada is pleased to partner in this study which may help 
tailor treatments to individual patients and improve health outcomes.” 
  
“We are proud to have played a part in what is the first ever study of its kind looking into the genetic variations of the most severe forms of 
cystic fibrosis,” comments Dr. Mark Poznansky, President and CEO of the Ontario Genomics Institute. “This work will eventually allow for 
more accurate and timely prediction of how this most debilitating disease develops, and will greatly assist in the choice of treatment.  This 
research also acts as a superb example of how collaboration between leading institutions across Canada and the US can really pay off and 
produce significant findings that have the potential to change the landscape in treatment for cystic fibrosis.”   
  
Cystic fibrosis is one of the most common inherited chronic lung diseases, affecting one in every 3,600 children born in Canada. It is 
characterized by a build-up of mucus in the lungs and in the ducts of the pancreas, causing breathing and digestion problems.   
 
Durie is also Professor in the Department of Pediatrics and Member of the Institute of Medical Science at the University of Toronto.  
 
Visit  http://www.globalnational.com/video/index.html?releasePID=WF_L1nMLrTPOlroQm5lHMz2qGUAKyGn3 to see this story on Global 
News. 
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Except from ‘Circle of Friends’ Newsletter Spring 2011 
 
It’s Déjà vu All Over Again’ 1: Infection prevention and control – more than 
simply for hospitals and clinics. 
 
BY DR.HARVEY RABIN, M/SAC Representative 
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Cystic Fibrosis Canada congratulates 16-year-old, Marshall Zhang on his discovery of a new strategy for cystic 
fibrosis therapy development.  
 
Marshall Zhang has been awarded first prize in the 2011 Sanofi-Aventis BioTalent Challenge by eminent scientists at the 
National Research Council of Canada for his discovery. Using molecular modeling and the SCINET supercomputer he 
investigated where two chemical compounds already shown to work separately in the lab might act to correct the genetic 
defect at the molecular level.  
 
Visit http://www.globalnational.com/video/index.html?releasePID=BzKsUwCTJERv_0Rr8Uhmei_qvK_Bv_EI to learn 
more about this story. 
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Additional resources: 
For more information on the Ontario study, see the backgrounder and the 
question and answer document available at: www.cysticfibrosis.ca under 
About Cystic Fibrosis  ����������.��	���#��������.������
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Exciting News from the Alberta 
Children’s Hospital CF Clinic! 
 
Please join us in giving a BIG, warm 
welcome to Jillian Redfern as she has just 
accepted the social work position in CF 
Clinic. Jill brings with her an extensive 
pediatric social work experience and we are 
thrilled to have her on our team. Jill’s first 
day with the clinic is June 20th. 

Pharmacy changes at the Alberta Children’s Hospital 
 
The outpatient pharmacy at ACH will soon be undergoing some 
name and management changes. Specifically, Alberta Health 
Services is transitioning the outpatient pharmacy to Shoppers Drug 
Mart Inc. Shoppers will now operate the pharmacy and provide 
services to you and your child. 
 
Throughout this transition, Alberta Health Services is committed to 
ensuring that you and your child continue to receive the same quality 
of care you have always received. Our clinic pharmacist will remain 
as part of the pharmacy team; however, you may see a new face 
when you come to fill and/or pick up your child’s medications. 
 
If at any time, you feel your care has been disrupted or impact by this 
transition, please let us know. Please take note this transition will 
not impact your child’s medications or coverage provided under 
the provincial plan. 
 
To help with the transition, we suggest families plan ahead for any 
medication reorders they may need to pick up while visiting clinic. 
Calling the pharmacy the Friday before your appointment allows for 
ample time to have your child’s medications refilled.  
  
Please do not hesitate to call the clinic nurses at 403-955-7319 or 
clinic pharmacist at 403-955-3095 if you have any questions or 
concerns. 
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On April 30th, the Stampede City Kinettes 
held their third annual Daisy Chain of Loonies 
at North Hill Centre in support of Cystic 
Fibrosis.  Raffle tickets for a west jet voucher 
were sold for $1.00 each   It was a great 
success this year, raising $1,500.00  We 
would like to thank the Kinettes for their 
continued support.  It is having partners like 
the Kin and Kinettes that help bring us that 
much closer to our goal.  THANK YOU!! 
 
Pictured left: Stampede City Kinette Club president, 
Heather Zyerveld presenting the cheque to Carol 
O’Connor, and Jeanette Demers-Weir. 
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Well it is that time of year again and we are requesting 
your support as volunteers for the North Hill Centre 
and Dalhousie Station Stampede Breakfasts: 
 
North Hill Centre                          Monday, July 11th  
from 8:30 am to 11 am 
 
Dalhousie Station                        Wednesday, July 13th  
from 8:30 am to 11 am 
 
Due to tighter Health and Safety requirements we need 
to almost double our volunteer base for 2011 at both 
sites.  We would request that you forward the names of 
everyone who can participate by Wednesday, June 15.   
 
You can also contact Deb Laval or myself if you would 
like to volunteer for this one. 
 

Dear Chapters, 
 
Thank you for participating in the CARSTAR Soaps it Up  
event on June 11! 
 
The results are in...$105,000 was raised across Canada! CARSTAR broke the 
Guinness Book of World Records for “World's Largest Car Wash - Multiple 
Venues”! More than half the proceeds will be donated to Cystic Fibrosis 
Canada, and the remaining portion will be directed to other CARSTAR-
supported charities. 
 
The Calgary and Southern Alberta Chapter would like to thank the Calgary 
CARSTAR for participating year after year in this wonderful event, and 
supporting Cystic Fibrosis Canada.   
 
Pictured right: Thank you plaque presented to CARSTAR at the Soaps it Up. 

Casino News 
 
I would like to thank everyone who volunteered 
for the May11,12 Casino event at the Deerfoot Inn 
& Casino. We should expect to make about 
$65,000  ( to be applied to CF research in Calgary) 
but won’t know the exact amount until the 
quarterly pooling results are out in July or 
August. 
 
Our NEXT  casino will be held   Jan/Feb/Mar,2013 
with the draw for the precise date taking place in 
August,2012. 
 
Bob Derbowka 
Casino Chairperson 
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Better get to know our Kin Liaison 

 
10 Things you may not know about me are…… 

 
1.  I was born and raised in Ontario 
 
2. My husbands family is from Hawaii 
 
3.  My son Hunter has Aspergers Syndrome (an Autism Spectrum Disorder)  
 
4.  I love to cook and my Macaroons are TO DIE FOR 
 
5.  My favorite place to visit is London England 
 
6.  My daughter Breanna is my mini me (just more of a Diva) 
 
7.  In the last 6 months I have lost over 50 lbs 
 
8.  I am an only child 
 
9.  My favorite color is green 
 
10.  My favorite song is Angels by Robbie Williams 

Cystic Fibrosis Canada - Calgary and Southern AB Chapter 
 
1130F – 44 Avenue SE 
Calgary, Alberta T2G 4W6 
 
Tel: 403-266-5295 
Fax: 403-262-7556 
 
www.cfcalgary.ca  

 

 
 
 
 


